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Abstract 
Families with children with disabilities are all around us; our schools; our neighborhoods, 
our friends, even our own families. Researchers have invested time and energy in investigating 
issues that affect persons with disabilities, but few have allowed the expression of voices of the 
families with children with disabilities. This research delves into four main areas that families 
encounter regularly; stress, support, education and advocacy. It continues by examining these 
factors as they affect families with children with disabilities and also aims to investigate where 
they find resources and support around them. The culmination of this research investigation is a 
manual that describes the issues and challenges that novice families of children with disabilities 
should be cognizant of, in their quest for social, emotional, and professional support. 
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Chapter 1 
Introduction 
The United States Census Bureau indicates of the 53.9 million school aged children (aged 
5 to 17) in the U.S. civil noninstitutionalized population, about 2.8 million (5.2 percent) were 
reported to have a disability in 2010. IDEA (Sec. 300.8(c), 2004) defines the following 
categories of disabilities "mental retardation, hearing impairments (including deafness), speech 
or language impairments, visual impairments (including blindness), serious emotional 
disturbance, orthopedic impairments, autism, traumatic brain injury, other health impairments, or 
specific learning disabilities; and who, by reason thereof, need special education and related 
services." The above number of children that have disabilities is staggering. These children's 
families have triumphs, challenges, heartaches and stress. The severity of the child's disability 
multiplies the degree of challenges families experience. Disabilities may be different among the 
children in these families, but they need similar resources. For example, children with autism 
may need occupational therapy for sensory challenges. Children with multiple diagnoses may 
need physical therapy for ambulation concerns. A child with cerebral palsy may be struggling 
with ambulation and behavioral challenges. A child with Down Syndrome may need those same 
services and speech therapy to begin to work on verbal challenges. Although the diagnosis, 
children, families, and needs may be different, many resources they need are common. 
Statement of Problem 
Families with children with disabilities need support during various stages of their 
children's development. The challenges include economic, social, emotional, educational and 
marital, legal, interpersonal and intrapersonal factors. As a result, parents of children with 
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disabilities greatly benefit from and need extensive supports. Types of support include physical, 
emotional, medical, or educational ones. Some parents naturally seek and find these supports 
through networking, information gathering through local and national service agencies, news, 
social media and word of mouth. However, many parents, especially novice parents of children 
with disabilities often fail to be aware of the need for and seek support. Finding supports can be 
challenging and time consuming, as parents may be facing the aforementioned challenges that 
prevent them or cause delay in seeking supports. 
Fortunately, there are certain fundamental questions that are common to all parents with 
children with disabilities that parents can ask to seek help for bringing up their children with 
disabilities. These questions may help families get information about the issues that confront all 
parents with children with disabilities such as how to locate support from families that are 
experiencing the same issues, where the most useful resources are and how to advocate for their 
children to get the services they need. Studies show that support from various groups such as 
family, friends, professional entities and other support groups are necessary for the families to 
deal with different kinds of stress, have answers to questions they may have and get resources 
they need to help their children navigate successfully through their lives expectations and 
challenges (Kersh et. al, 2006; Warfield, 2005). 
Significance of Study 
It is important to provide parents of newly diagnosed children with disabilities with 
access to resources because most parents are unclear about what types of supports they need. 
Some parents begin to accrue that knowledge by default, as they continue to undergo lived in 
experiences with their children with disabilities. However, some parents may continue to be 
unaware even after their children's age increase, due to various personal constraints such as 
2 
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extent of education, lack of net-working and lack of access. This results in an increase in the 
challenges posed due to the disability and increase in stress levels among family members. 
3 
In one study by Spann (2003) stated that, "Numerous parents noted that their level of 
knowledge and involvement had increased as their child grew older (p.235)." This points to a 
gap between the knowledge of novice parents and the knowledge among experienced parents 
who have sought and received support. Creating a bridge between experienced parents that have 
older children with disabilities and novice parents can facilitate the access to supports by novice 
parents. This research proposes that the bridging can be done through a creation of basic 
questions that those novice parents need to articulate in order to get appropriate services for their 
children. If novice parents have the right questions to ask, they are likely find more supports and 
as a result, feel more confident and efficient in addressing their children's needs. 
Purpose of the Study 
The purpose of this study is to find out what parents know about existing resources and 
compile basic questions to assist novice parents to locate those resources while bringing up their 
children with disabilities. These resources include, but are not limited to, educational law, 
financial, support groups, strategies or interventions, waiver needs, or respite care. There is a 
need for families to have broad questions available to them to begin looking for support. 
Compiling these certain broad questions may benefit families that are in need of support or 
resources at the most crucial times in their children's lives. These questions will help them 
acquire and utilize the most useful resources, locate places to get support from other families to 
reduce stress and advocate using the information they acquire. 
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Research Approach 
The purpose of this qualitative study was to create basic questions that novice parents can 
ask to acquire support and resources in their community. In response to the research survey, a list 
that included the most important questions the experienced parents have asked, and the most 
useful information that they have received was compiled. Participants answered these questions 
via Survey Monkey™ regarding their experiences, successes, and challenges in raising children 
with disabilities. This information has yielded a set of possible questions that most or all parents 
of children with disabilities need to have answered in order to support their children with 
disabilities. The surveys were returned electronically and anonymously. The surveys were 
analyzed and checked for themes. The surveys kept in locked filing cabinet until the research has 
been completed, and then properly disposed after the research is complete. CITI and Nuts and 
Bolts training were completed, fulfilling two of the requirements to complete research on human 
subjects. See Appendix F for a copy of the CITI training. IRB approval has also been obtained. 
See Appendix E for a copy of the IRB approval. The surveys were analyzed and checked for 
themes and a set of possible questions for parents was created. 
Definition of Terms 
The following is a list of key terms that recur through this paper and their operational definitions: 
Demand: "A demand is frequently defined as an external environment acting on an individual ... " 
Family Self Advocacy: Family Self Advocacy is families themselves personally seeking, finding 
and using information and resources to make educational and future plans work for the child and 
his/her family 
        
             
            
             
          
    
                     
                  
   
                 
             
 
        
 
  
  
            
           
             
              
            
            
                
                  
               
               
           
            
            
              
                
                
             
       
              
              
        
 
              
               
             
              
                
                
         
 
                
              
             
             
               
                
            
              
             
 
             
                
                
            
        
 
               
                
              
                 
             
                 
           
        
   
            
             
       
              
            
          
           
             
             
              
  
               
                
        
 
                
               
            
             
             
              
  
             
                  
               
                   
                    
               
                
         
   
               
                 
              
             
              
             
               
        
                
                
             
              
              
            
     
 
             
               
              
              
            
                
                
              
             
                    
                
              
                
       
              
              
        
 
              
                 
               
              
            
                
              
               
                  
               
               
                 
               
                
                
               
             
            
                
                
                 
             
                 
        
 
                  
                 
      
   
               
              
              
             
                 
          
               
              
              
             
             
            
                
                 
      
              
              
                
        
 
                 
             
               
             
             
                
                  
                   
   
             
                 
              
              
              
               
                
              
            
             
               
             
            
   
        
               
                
     
 
              
                 
                
                    
                 
                
   
              
               
               
            
                
             
              
           
            
                
              
        
               
               
                
        
 
               
                 
              
         
              
                  
            
            
                
             
                  
              
  
            
               
            
            
            
        
 
               
                   
               
            
             
                  
             
                  
                
              
           
              
              
            
               
 
            
              
                
                  
             
              
               
        
             
         
 
                
                
             
                    
                   
              
              
            
                 
                   
               
                
               
               
                
             
                
       
                 
                
        
 
                   
    
 
                
                
                
             
                
            
             
               
                
                  
                
                
               
               
            
    
                
  
        
              
 
           
              
                  
        
  
 
 
 
               
             
                
               
                  
                 
                 
     
     
             
              
        
 
              
 
           
  
            
                 
             
            
           
              
             
  
              
             
             
             
   
              
 
   
              
              
        
 
                
                 
              
      
               
              
                  
              
               
              
             
               
              
              
               
              
               
               
    
               
             
             
                
        
 
               
               
             
                   
              
              
                  
             
        
 
  
 
 
             
              
                 
              
                 
               
       
             
       
  
                
                
                
              
                
              
        
    
  
             
              
            
  
  
       
               
  
          
                
     
          
                
                 
            
                 
              
                
                
 
        
 
             
                 
                
                 
                
                  
                
             
                
             
  
            
                  
               
               
               
       
                
            
                
                    
        
                 
    
               
       
               
                   
    
 
             
                   
    
                  
 
               
               
                
                  
              
                 
           
      
        
 
             
                 
                
              
              
     
  
               
               
           
  
               
             
              
               
              
             
                 
          
                
              

        
 
            
                
                
                  
       
                  
                
              
                 
                
               
                 
                
            



        
 
              
               
             
              
                    
                
             
              
               
      
  
              
              
                
  
               
               
               
                    
                  
        
        
 
           
                
               
              
                
                
           
            
       
             
                
   
             
            
              
              
            
             
            
     
        
 
  
                
        
              
             
 
             
                
               
              
            
                
                
              
                   
       
              
                 
               
   
             
              
          
        
 
              
 
             
               
                  
               
            
  
               
                   
               
                 
                  
   
               
                
                  
                
              
              
               
            
        
 
    
     
              
               
                   
                  
               
                   
               
                
               
          
                 
                 
             
            
                
                  
                
                
              
  
        
 
                
                
                
          
      
              
                  
                 
                
     
                 
                
             
      
             
                
             
                 
               
               
                  
              
        
 
              
                 
                
          
               
                
              
                  
            
  
  
  
  
  
  
        
  
     
                                            
                                                 
    
          
        
                                
           
                                                   
        
       
         
      
      
    
    
                   
        
          
 
         
   
   
      
    
   
        
 
            
         
           
           
          
        
        
        
          
        
 
        
 
 
  
           
         
       
         
      
        
         
         
           
        
      
        
                     
  
   
         
     
    
   
           
           
          
        
         
          
            
          
   
        
 
         
              
   
       
 
                   
               
                
                 
 
                
                    
                
  
                  
                  
                 
  
                 
                 
        
 
                      
                   
              
                  
                
       
                   
               
       
                
                 
                   
   
              
            
            
           
               
                  
               
        
 
                
   
               
                 
                  
                 
                     
               
               
                  
                 
               
                
               
                 
                 
           
              
                   
                
        
                    
                  
                
           
 
         
     
 
          
  
           
   
    
            
         
    
      
            
           
 
        
         
 
         
         
         
        
           
 
          
    
          
         
       
  
          
    
          
  
          
      
         
      
 
               
   
        
     
  
    
   
         
          
   
           
     
         
         
 
            
          
       
             
     
        
      
 
   
           
          
       
           
      
           
  
          
   
              
    
 
        
                  
       
 


        
 
       
         
             
         
        
         
      
        
       
          
 
       
     
         
         
     
    
       
          
       
          
      

        
 
          
         
       
      
        
        
       
  
         
  
   
  
   
     
    
  
  
    
    
 
 
        
 
        
         
            
      
 
        
         
        
           
            
        
  
            
 
 
  
   
         
         
       
           
       
 
        
        
    
     
         
         
        
         
            
        
            
            
         
         
            
    
      
 
        
           
  
 
             
           
           
    
       
         
         
        
          
 
          
            
  
          
           
        
      
        
          
          
        
       
 
           
           
          
          
        
           
           
        
         
           
          
         
          
      
     
           
        
         
          
 
        
       
         
          
          
         
        
              
            
            
     
    
    
       
       
       
      
    
 
              
           
         
       
   
            
           
        
         
      
   
 
          
           
          
          
             
          
           
        
        
            
          
      
         
       
         
         
        
           
         
          
            
      
        
           
     
 
              
         
            
          
          
         
             
           
          
        
        
 

        
 
         
         
    
      
  
            
           
     
 
   
        
       
          
        
 
   

        
       
          
         
 
       
         
          
           
          
         
         
             
       
       
           
              
      
  
      
    
 
   
    
    
    
    
   









        
 
            
             
             
             
 
                  
           
      
 
        
 
                  
   
                
                
      
                  
              
                  
          
                 
                 
           
                 
                 
           
                 
                     
                   
 
                
                   
 
                 
                  
      
                   
              
                   
         
        
 
                   
                
                    
                 
 
                    
                 
                
         
                   
                   
          
                 
           
                  
                  
                 
                 
                 
                
   
                     
                   
   
                  
         
         
      
    
                
                
  
         
            
      
           
      
           
   
      
  
  
  
   
  
         
  
   
      
        
 
        
        
      
         
     
      
       
        
         
      
         
          
      
        
           
   
    
   
  
 
  
 
 
 
  
 
        
 
  
   
 
            
             
              
              
              
             
              
               
       
    
              
               
               
                  
       
      
                 
                   
              
        
 
                
                 
                 
                
               
                 
            
                 
                  
                
                
                  
        
               
               
               
 
             
                  
           
       
        
 
 
              
                 
               
                 
             
              
                 
                 
                  
                  
                
                 
                
               
          
   
                   
                
                 
                 
                   
        
                 
            
 
         
 
               
        
               
            
   
                
             
    
                
   
              
           
        
             
     
            
            
   
               
        
                   
            
     
        
 
          
                 
   
               
            
      
              
        
              
         
                  
            
            
               
          
     
                  
           
  
                
            
   
        
 
                
             
  
                 
   
                
          
   
                 
              
      
               
            
           
            
  
           
       
             
           
 



        
 
    
  
              
        
           
              
               
         
  
   
         
    
  
   
  
  
  
            
              
  
  
  
       
    
    
                 
             
             
             
        
               
                
         
 
        
   
 
 
 
 
  
   
  
  
  
 
      
    
   
   
 
  
 
 
        
      
             
             
                  
           
              
             
         
 
                   
             
 
             
              
             
                  
              
              
   
               
               
                
        
              
              
             
 
           
              
 
               
              
                  
               
              
       
  
              
              
                 
                 
               
      
    
     
                
     
       
       
             
                
 
             
              
         
              
              
                 
                 
               
      
  
           
             
              
         




        
 
  
     
           
         
       
 
  
 
  
  
 
  
  
 
 
  
 
   
  
  
 
  
 
 
 
 
  
 
  
  
 
  
  
 
  
 
 
 
 
  
 
  
 
 
 
   
 
 
 
  
  
 
   
  
    
 
 
     
 
 
 
  
 
 
 
  
  
 
   
  
        
 
               
    
            
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
          
           
          
            
         
 
           
       
         
 
 
         
 
 
          
 
            
    
       
       
         
        
  
           
          
      
            
     
           
       
       
      
        
 
           
 
         
             
   
       
   
 
 
 
 
 
   
 
 
 
 
 
 
 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
   
 
 
 
        
             
   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
   
  
 
  
 
 
 
 
 
  
 
 
  
 
 
 
 
 
 
 
        
 
               
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
            
 
 
 
         
         
            
           
     
    
 
 
 
 
 
            
    
       
  
      
    
             
         
           
        
 
         
          
             
           
        
            
  
           
 
 
           
    
        
 
              
   
             
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
 
 
          
            
           
           
        
          
          
        
          
        
    
 
 
 
 
 
          
        
     
         
 
            
          
        
         
          
         
             
       
         
          
       
          
          
  
           
 
         
        
 
             
   
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
       
 
 
       
     
          
  
           
           
 
 
 
 
 
 
          
 
       
           
          
         
 
 
 
 
 
 
